A B S T R A C T
Background. Although shared decision-making (SDM) can better align patient preferences with treatment, barriers remain incompletely understood and the impact on patient satisfaction is unknown. Methods. This is a qualitative study with semistructured interviews. A purposive sample of prevalent dialysis patients !65 years of age at two facilities in Greater Boston were selected for diversity in time from initiation, race, modality and vintage. A codebook was developed and interrater reliability was 89%. Codes were discussed and organized into themes. Results. A total of 31 interviews with 23 in-center hemodialysis patients, 1 home hemodialysis patient and 7 peritoneal dialysis patients were completed. The mean age was 76 6 9 years. Two dominant themes (with related subthemes) emerged: decisionmaking experiences and satisfaction, and barriers to SDM. Subthemes included negative versus positive decision-making experiences, struggling for autonomy, being a 'good patient' and lack of choice. In spite of believing that dialysis initiation should be the patient's choice, no patients perceived that they had made a choice. Patients explained that this is due to the perception of imminent death or that the decision to start dialysis belonged to physicians. Clinicians and family frequently overrode patient preferences, with patient autonomy honored mostly to select dialysis modality. Poor decisionmaking experiences were associated with low treatment satisfaction. Conclusions. Despite recommendations for SDM, many older patients were unaware that dialysis initiation was voluntary, held mistaken beliefs about their prognosis and were not engaged in decision-making, resulting in poor satisfaction. Patients desired greater information, specifically focusing on the acuity of their choice, prognosis and goals of care.
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I N T R O D U C T I O N
Between 2000 and 2012, the incident dialysis population in the USA increased by nearly 60%, most dramatically in adults !75 years of age [1] . Adults >75 years of age treated with dialysis have 1-and 3-year adjusted survivals of 63 and 33%, respectively, similar to conservative management [2, 3] . Dialysis is an optional, preference-sensitive treatment [4] [5] [6] that affects quality of life and is often irreversible. Accordingly, the decision to start dialysis should incorporate shared decision-making (SDM), promoting patient autonomy and helping patients make informed treatment decisions aligned with their preferences and values [3, [7] [8] [9] [10] [11] . Despite guidelines calling for the use of SDM in dialysis decision-making [12] , many patients initiate dialysis without understanding the long-term implications of their decision. Qualitative studies demonstrate that many older patients feel unprepared for dialysis decision-making and may experience regret following initiation [3, 4, [13] [14] [15] [16] . Informed decision-making is significantly less likely to occur in adults >65 years of age compared with younger adults [17, 18] . Although studies demonstrate that patients may not perceive a choice [19] , the reasons are not fully understood [20, 21] .
Several systematic reviews and qualitative studies indicate that older patients seldom discuss their prognosis with nephrologists and may not identify dialysis initiation as a decision [17, 18, [21] [22] [23] . Harwood et al. [24] concluded that patients did not perceive any option as superior and that decision-making should be individualized, informed by values, context and preferences [24] . Examining SDM in qualitative studies of dialysis patients, Hussain et al. [25] determined that while quality of life V C The Author 2016. Published by Oxford University Press on behalf of ERA-EDTA. All rights reserved.
and survival considerations were important to patients, clinicians tended to focus mostly on biomedical factors and the desire to prolong life [25] . This review demonstrates that patients only appreciated the realities of dialysis after prolonged periods on dialysis, at which point patients questioned their past choices. By then, however, patients were physically dependent on treatment. These reviews highlight an important gap, namely, understanding how SDM affects patient satisfaction and confidence in treatment selection.
We conducted a qualitative study to examine patient perspectives of the dialysis initiation process (i.e. decision to start dialysis) and the relationship between patient engagement and treatment satisfaction, which is inadequately studied in the US context [16] . Older dialysis patients were asked to reflect in extended narrative interviews on the sequence leading them to initiate dialysis and the relationship between decision-making experiences, decisional autonomy and subsequent satisfaction.
M A T E R I A L S A N D M E T H O D S

Design, setting and participants
We completed 31 semistructured in-depth interviews of older dialysis patients at two dialysis clinics in Greater Boston between August 2014 and June 2015. Inclusion criteria were receiving maintenance outpatient dialysis (>1 month), age !65 years, English speaking and capacity to consent. Participants were selected to ensure diversity in demographics and potential patient experience, sampling by sex, age (70s or younger, 80s and 90s), dialysis vintage (first 3 months, 3 months-2 years and >2 years), modality and race/ethnicity [26] . Our response rate was 86%. Recruitment was conducted in conjunction with analysis and continued until interviews did not yield new insights [27] . Medical record data reflect demographics and treatment at the time of the interview or the most proximate laboratory values drawn routinely for care.
Interviews K.L. and S.K.W., experts in qualitative methods [28] [29] [30] [31] , and D.E.W., a nephrologist, developed the semistructured interview guide. Open-ended questions explored how patients learned about and initiated dialysis; whether decisions were informed and autonomous; and treatment implications, advice for future patients and suggestions for improving SDM. Specific probes examined information, prior knowledge about dialysis and endstage renal disease and decision-making interactions. K.L. and S.K.W. trained research assistants in in-depth interviewing, coding and theme development. Interviewers completed multiple practice interviews with the investigators, were observed during their first interviews and met weekly with K.L. to review interviews. Trained interviewers conducted private face-to-face interviews at dialysis facilities and kept field notes. Interviews were audiotaped and transcribed verbatim. K.L. audited a subsample of transcripts from each interviewer. Interviews lasted $1 h. The study was approved by the Tufts University Institutional Review Board.
Qualitative analyses
K.L. and S.K.W. created a preliminary codebook based on the interview's questioning structure. K.L. and S.K.W. then independently coded the first three transcripts using line-byline coding [32] . Coding differences, refinement and emergent codes were documented and consensus was reached through discussion. The revised codebook was then used by two research assistants who had conducted the interviews. They read and independently coded the initial three transcripts and an additional random sample of five transcripts. These were reviewed with K.L. and S.K.W. The coding team discussed coding discrepancies and amended code descriptions using a team-based consensus process. This final codebook was then applied iteratively to the remaining transcripts. To ensure uniformity in coding, interrater reliability (IRR) was assessed. Fifteen randomly selected transcripts were independently coded, and based on the percentage of characters in a source that the two coders agreed upon, IRR was 89%. These codes were organized into themes and subthemes through iterative deliberation led by S.K.W. and K.L. with D.E.W. and interviewers/coders [32] . We used a combination of inductive and deductive coding of emergent concepts and themes and subthemes, using both open and focused codes. We followed the consolidated criteria for reporting qualitative research (COREQ) [33] . NVivo version 10 (QSR International) was used for coding and analysis. Our study is guided by the core principles of biomedical ethics (autonomy, beneficence, nonmaleficence and justice) and by the socioecological model related to SDM [34, 35] .
R E S U L T S
A total of 36 patients were approached; 5 declined, while 1 completed a partial interview (86% participation rate). Of these, 16 were women, 7 received peritoneal dialysis (PD), 23 received incenter hemodialysis (HD) and 1 received home HD (Table 1) . All lived at home; 29 were retired (due to age or disability) and 2 still worked. Dialysis vintage ranged from 2 months to 10 years. Two dominant themes emerged: (i) decision-making experiences and treatment satisfaction and (ii) barriers to SDM. The first theme relates decision-making experiences and treatment satisfaction (negative and positive experiences), whereas the second theme describes key barriers to SDM (subthemes: views about choice, struggling for autonomy and being a 'good patient'). Exemplar quotes are presented in Tables 2 and 3 .
Theme 1: decision-making experiences and satisfaction with treatment
This theme highlights the linkage between SDM experiences and treatment satisfaction. Successes were found largely in modality selection, where patients expressed pride and confidence in decisions. In contrast, dialysis initiation decisions were characterized by perceived powerlessness, unaddressed concerns and subsequently poor satisfaction ( Figure 1 ).
Negative experiences of dialysis initiation. Inadequately presented choices: Patients uniformly did not view dialysis initiation as their choice (Table 2) . They described doctors making decisions and perceived that dialysis initiation was not a patient's decision. 'I didn't make the decision. It wasn't mine.' (80-90-year-old woman, HD); and, 'If the doctor said I had to do it, what choice would I have?' (75-80-year-old man, PD). 'There was no choice really. Choice is you go on, or probably not be here' (80-90-year-old man, HD). No patient described conservative management as an option.
Limited engagement: Most patients described accepting physician recommendations without much discussion. Few patients discussed preferences with nephrologists. Many cited clinician time constraints and lack of engagement as important barriers to fully considering quality of life implications. Even patients who had repeated conversations with nephrologists recalled only brief, rushed discussions about initiation.
Some attempted to engage physicians, asking mostly about prognosis and quality of life with limited success. 'I did not want to [start dialysis]. I was quarreling with my physician, because he was really. . . interested in having my dialysis. I didn't like it. . . They didn't give me very much information' (>90-year-old man, HD). Patients described unsuccessful efforts obtaining prognostic information. 'When they started me on dialysis. . . I asked the nurses, what is the lifespan on [dialysis], because . . . that scares me. Am I gonna be on it forever? Do people come off of it? There's a lot of questions I need answering to. . .it's really hard' (65-70-year-old woman, HD). This woman described feeling powerless and uninformed despite requesting information from numerous clinicians. Subsequently she described her dialysis experience negatively, focusing on unexpected setbacks. 'It's not something that you wanna do. I'm really not independent, I need help.'
Lack of engagement and treatment dissatisfaction: Patients who described less-engaged decision-making faced challenges reconciling their values with dialysis and felt that their preferences had been overlooked. 'I didn't expect it to be so disruptive, you become centered around your dialysis, and everything else comes after that. I'm surprised at that' (65-70-year-old woman, HD). While patients stressed the importance of independence, travel, lack of invasive treatment, ability to retain occupations and responsibilities and social participation on their well-being, these factors often conflicted with their dialysis experience. 'I thought if I take [PD], I could . . . go to work. But you can't, because it takes too much out of you. . . I miss working. . . Being home is killing me' (65-70-year-old man, PD). Many described travel as central to fulfilling their life plans, especially in the context of long-anticipated retirement and reuniting with family and friends. Patients described disappointment with outcomes, including loss of purpose and identity, isolation, feeling constrained and social and mobility limitations.
Patients were distressed by unexpected outcomes not discussed during decision-making. One remarked that he had expected his health to improve but was surprised that dialysis left him weak and lacking appetite. Another concluded, 'That's been the majority of the upset in my life, is that chunk of time is taken away, and then arranging to get that chunk of time taken away from you. Kind of a dichotomy' (65-70-year-old woman, HD).
Positive experiences of modality selection. Although patients did not recognize dialysis initiation as a decision, most actively choose between modalities (HD and PD) ( Figure 1 , Table 2 ). 'I had to make the decision whether it would be PD or hemo. It was after I spoke with [clinicians] . . . that I made the decision' (80-90-year-old woman, PD). Another clarified, 'I knew that dialysis was something I had to do. . . there was no discussion there. It was the modality I'd be using that was really the issue' (65-70-year-old man, PD). Patients described active choices characterized by many nuanced deliberations with clinicians and family, reading educational materials and attending informational sessions. Most felt that doctors presented modalities fairly and equally, though two concluded that doctors prefer PD to reduce costs. Discussions were seen as instrumental to clarifying which modality aligns best with preferences and goals. Patients considered quality of life and demands on loved ones with clinicians and families. Partners and children were often instrumental in selecting a modality, particularly due to their caregiving role.
Generally, when reflecting on the success of their modality choice, many patients (HD and PD) described meaningful participation, including seeing family and friends, playing games, using computers and staying active. 'The positive aspect is that it's helping me to live a fairly normal life' (80-90-year-old woman, PD). Some described weight loss, feeling better and improved energy as positive outcomes. Satisfaction with modality decisions was high, with some patients even stating that they would withdraw from dialysis if they had to change modality.
Patients who described active decision-making appeared more confident and satisfied with decisions than those who 
One hemodialysis patient performed home hemodialysis. All Medicare primary insurance patients had secondary insurance. Data are mean 6 standard deviation or median (25th, 75th percentile) unless otherwise indicated.
described being pushed into a choice, some of whom described regret. 'I chose this one [PD], and probably there isn't any difference, but in my heart, I felt as though that this was better. And so did my primary, when I talked to him too, and I've known him for years' (65-70-year-old man, PD). In the single case in which a patient changed modalities, the patient felt uninformed and not listened to during decision-making discussions. 'Unfortunately, my doctor's office kinda pushed me toward . . . PD.
[After starting], they told me that I couldn't have the cats in the room when I was on. I have 3 cats . . . My home just turned into like a hospital room' (65-70-year-old woman, HD).
Theme 2: barriers to SDM
Although patients experienced greater satisfaction when they engaged in SDM, numerous barriers prevented their involvement in dialysis initiation decisions that were overcome in modality selection. Three subthemes (views about choice, struggling for autonomy, being a 'good patient') provide insight into key barriers to SDM. These subthemes may also reflect a paternalistic approach of some health care professionals when presenting dialysis as a necessary rather than optional step.
Views about choice. This subtheme encompasses patients' views that lack of decision-making was either due to the perception dialysis was needed to prevent imminent death or that initiation was not their (patient) decision.
Many described an acute need for action that was rooted in fear and anxiety. 'They said if I didn't do dialysis, I might as well plan my funeral' (75-80-year-old woman, HD). Others ascribed lack of engagement to their perceived patient role, deferring instead to nephrologists. 'My doctor told me I had to go on dialysis. . . It's not a question. You don't decide. . . Period' (65-70-year-old woman, HD). Others stated, 'I was just going by what the doctor told me. . . I didn't feel I had a choice' (80-90-year-old man, HD). This belief permeated the narratives of all patients.
Numerous patients regretted the lack of timely discussions and not realizing the decision. Many recalled a desire for more discussion and information from clinicians during their decision-making process and emphasized the importance of this for future patients.
When asked what advice they would offer to future patients, participants supported SDM. Despite not perceiving having made a decision, patients preferred that dialysis initiation be the patient's choice. Many suggested, 'It's [the patients'] decision' Table 2 . Quotes reflecting poor decision-making experiences and patient dissatisfaction with treatment outcomes Theme 1: Barriers to SDM Perceived lack of choice Perceived threat of imminent death 'It was the only way, to go on dialysis. That was it or I was going to die' (65-70-year-old woman, PD). '. . . they told me if I didn't have it [dialysis], I'd be dead by morning time. . . And they told me I did, that I was gonna be dead by morning and everything. So I agreed' (<65-year-old woman, HD). Perception that is not the patient's role '[Doctors] said I needed the treatment. . . So I had no choice' (80-90-year-old woman, HD). 'I was just told to go on dialysis. That was it. . . I had to do it. There was no ifs, ands about it' (80-90-year-old man, HD). ' [Doctor] said that it's time for you to have dialysis. I say okay. He says that's the only way you're going to survive' (>90-year-old man, HD). 'My doctor. . . told me that I had to. I had to do dialysis' (80-90-year-old woman, PD).
Struggle for autonomy
Assertive physicians 'I thought. . . I do not want to do this. I do not want to do this. . . I was quite upset. I thought, I'm never gonna do this. I wonder how painful it is, just to forget it and go' (80-90-year-old woman, PD). 'I knew myself that if I did not go on dialysis, I wasn't going to live for much longer. So what [nephrologist] told me about it, he asked me, [if] I mind dying, and I said I wasn't afraid of dying. We all die one day. Then he sent me to the clinic' (75-80-year-old woman, HD). 'They had a hard time convincing me to take it. I finally did agree, said that's it, because I wasn't well. They kept after me . . . It was a good couple of months before they convinced me. I said oh well, what can I do now' (80-90-year-old woman, HD). 'I didn't really want it, but [nephrologist] said so' (80-90-year-old man, HD).
Limited information 'The only way I'm able to cope is to have knowledge. . . Which [physicians] think, you know, if you don't know, that's how you're going to be able to cope' (65-70-year-old woman, HD).
Being a 'good patient' 'I'm here. I'm into the ritual. I'm into it' (80-90-year-old man, HD). 'Coming in here, it's basically like a full-time job' (65-70-year-old woman, HD). 'I have family, and they're all good to me. . .I don't want to disappoint them' (80-90-year-old woman, HD). Theme 2: Lack of SDM and poor patient satisfaction 'I was in the hospital and they discovered that all of the sudden out of the blue I had a kidney problem. The kidney doctor is the one that said I should have dialysis, and I don't know. . .lying on a bed three hours a day is not my way of living' (80-90-year-old woman, HD). 'I have two arms that I really can't do much with, because bending it up, it hurts. . . I got two arms I can't do anything with' (<65-year-old woman, HD). 'It's not easy to keep up the life all locked up in the house. I cannot work anymore. I have to pick up life in a hard way. Solitary' (70-75-year-old man, HD). 'Socially, I kind of dropped out of being around as many people. . . I don't always feel the best, so I just don't go out like I used to. I think it slowed me down a lot, because I was one of those people that was always on the go. . .very social, I always had people at my house, card games, dinner parties, but not now. I just don't do it anymore' (65-70-year-old woman, HD). 'I have to accept that I'm at home, my kids can't take me. I can't drive, I've accepted what I have. Which isn't much, but at least I'm alive, they say. Such as it is. . .' (80-90-year-old woman, HD). 'More about how it makes you feel, everything feels different you know. I didn't realize I was going to be so drained at the end of dialysis' (65-70-year-old woman, HD).
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(70-75-year-old man, PD) and 'They've got to find what fits for them' (65-70-year-old woman, HD). Others emphasized the importance of the patient voice, active participation and people to talk to when navigating the decision as central components of SDM.
Struggling for autonomy. Unlike modality decisions, patients described a lack of autonomy in the context of dialysis initiation.
Assertive doctors: Patients described doctors 'convincing' them to initiate dialysis, which was generally perceived Table 3 . Exemplary quotes: SDM and satisfaction with treatment outcomes Theme 1: Facilitators of SDM Perceived choice 'I had to do dialysis, and it was clear to me that I wanted to do peritoneal dialysis after finding out about it. . . I knew I had to do dialysis, and I certainly didn't want to do hemodialysis if I could away without doing it' (70-75-year-old woman, PD). 'I had to do dialysis. I had to make the decision whether it would be PD or hemo' (80-90-year-old woman, PD). 'So that's what I chose [PD] , and glad I did because it seems to be more convenient than the other' (75-80-year-old man, PD). Patient autonomy and discussions with others 'Chose this one [PD] , and probably there isn't any difference, but in my heart, I felt as though that this was better. And so did my primary [care physician], when I talked to him too, and I've known him for years' (65-70-year-old man, PD). 'The doctors were very helpful in explaining dialysis. . . I was the one who chose to come here [in-center HD vs PD]. . . I felt good about [decision]' (65-70-year-old woman, HD). 'It was kinda the way [nephrologist] told me things, it didn't make me really alarmed, really afraid of doing the whole process. He explained the whole process, so it seemed like it was going to be a lot of work, but it . . .wasn't going to be invasive. He did a good job explaining' (65-70-year-old woman, HD). 'We talked about [HD versus PD] and I expressed my thoughts about it. [My wife] agrees with me. She would agree with me if I chose the other way too.' 'I made the decision. I didn't want to give that to the boys, [they] have a lot on their mind and I have to make the decision myself. Because whatever they say wouldn't matter. It's up to me. I had to say it' (80-90-year-old woman, HD). 'My family, and church, were very supportive in getting me to accept that this is something that is going to take place, and that they'd do anything to support me. So, I'm very lucky, very lucky' (65-70-year-old woman, HD). Theme 2: Decision-making experiences and patient satisfaction '[..I chose] PD, I don't need to go to the hospital every time, so it's at home. . .It's convenient for me. . . I think it is the right decision because you don't need to spend a long time at the hospital' (65-70-year-old woman, PD). 'Because, they say dialysis will prolong your life, and I got my great grandkids, and see them grow up as much as I can. I made the right decision, it's good' (80-90-year-old woman, HD). 'I guess it's keeping me alive, so that's a big thing' (75-80-year-old woman, PD). 'I really like the people here a lot, so that was a pleasant outcome that I hadn't really anticipated, so I'm glad about that. They work really hard, they're very confident, and they're really nice. So that's a great combination' (65-70-year-old woman, HD). 'Didn't take long after starting dialysis that I felt better, talking on the phone people said I sounded better, definitely felt better and had more energy and was able to socialize, I couldn't really socialize before I was so exhausted, and now I make plans cautiously, and go out to lunch, and do things with other people, so that's a real improvement' (65-70-year-old woman, HD). negatively 80-90-year-old woman, HD) . Patients seemed resigned to having their initial preferences overturned. 'They had a hard time convincing me. I finally did agree. . . Sometimes you don't have a choice' (80-90-year-old woman, HD).
Limited information: Patients desired prognostic information for making life plans and selecting treatments. One said, 'They never told me how long I'd live' (>90-year-old man, HD). Many were never given a prognosis, despite requesting it. Another stated, 'Doctors don't usually answer questions like this. . .' (70-75-year-old man, HD). Patients interpreted nephrologists' reluctance to discuss prognosis as an indication that patients should not request information or 'push' for answers. Most patients felt uncomfortable broaching the subject and were unaware of conservative management as a therapeutic alternative.
Some successes: Some patients did not experience the same level of struggle for autonomy. Patients who discussed dialysis with physicians were more satisfied with the decision-making process, even if they did not identify initiation as a decision. 'I was kind of shocked, but [the doctor] explained it, so it didn't seem like it was such a big deal. . . he did a good job explaining' (65-70-year-old woman, HD). They expressed a personal connection to their clinical team and satisfaction and appreciation for their care.
Being a 'good patient'. This describes deference to clinicians and families, revealing that patients assume a 'patient identity', mediating limited choice and poor patient satisfaction.
In adapting to the demands of dialysis, patients described an acute shift in life priorities in the context of 'being a good patient' as opposed to goals and values held prior to dialysis. Dialysis required relinquishing major parts of their identity, including occupation, caregiver and active social participant. Instead, patients described achievement and satisfaction in the context of praise from clinical staff, adhering to appointments, diet and exercise.
One patient described how proud her nephrologist was and how happy her treatment was making him. Another described her initial refusal and subsequent acquiescence, exemplifying the difficulty patients face having their wishes respected. '[they said], 'Nana, you have to live for us. . . 
D I S C U S S I O N
Aligning treatment decisions with patient preferences and goals of care is the gold standard for patient-centered care [36] . Our study links decision-making experiences and patient satisfaction, illustrating key barriers in the process, beginning with patients not identifying dialysis initiation as a decision and continuing with understanding how the patient voice is obscured during decision-making and how physicians and families may convince patients to pursue treatment. Expanding upon prior studies [16, 37, 38] , our data illustrate how and why patients do not perceive dialysis initiation as a choice, namely due to the perception of imminent death or because choice was attributed to physicians. Perceptions of imminent death may reflect inaccurate prognostic information, as several observational studies have demonstrated average survival without dialysis of up to 24 months [39] [40] [41] .
In recalled discussions, physicians emphasized survival benefits over patient values of independence, travel and social participation and withheld information about prognosis, complications and conservative management. Patients with unmet informational needs were less satisfied with treatment, frequently expressing surprise at fatigue, quality of life and recovery time. Finally, many patients expressed disappointment about how the decision had transpired, and some expressed regret. In contrast, patients who engaged in SDM described (mostly modality selection) greater satisfaction with the process and outcomes, exhibiting confidence and pride in their thorough, deliberative decision-making process.
Patients consistently recounted that dialysis was required for survival and had unaddressed concerns about quality of life, side effects (e.g. fatigue, recovery time), treatment requirements (e.g. repeated needle sticks, fistula placement and maintenance, lifelong need) and prognosis. This is consistent with research showing that patients often are unprepared for dialysis [19, 42, 43] and may experience regret [13, 44] . Many patients directly requested prognostic information and suggested that future patients be advised of prognosis. Consistent with the SDM literature [45] [46] [47] [48] , patients preferred deliberative conversations with clinicians, although mostly described prescriptive interactions.
We did not examine nephrologists' perspectives. However, research suggests that nephrologists are often optimistic about how individual patients will fare [3, 49] , uncomfortable in broaching prognosis with their patients [49] [50] [51] and may find that initiating dialysis is simpler, more expedient and financially incentivized [37] . Interestingly, patients in our study were keenly aware of nephrologists' reluctance to engage in discussions of prognosis, inferring that they were not supposed to request such information. Viewed as a whole, this neglects patients' desire to learn about prognosis and treatment options and highlights the need for tools to facilitate these discussions [52] . Importantly, nephrologists may be wary that patients may decide against trying dialysis. While attempting to steer patients toward dialysis with the altruistic belief that this is the optimal treatment, clinicians may be affected by their local culture of care and may be unduly paternalistic [4] .
Patient engagement in decision-making is associated with better patient-centered outcomes, including quality of life and satisfaction [44, 53] . We found examples of SDM when patients described choosing a dialysis modality. Indeed, patients cited their decisions between HD and PD and discussions with physicians and family members about the benefits and burdens as central to their belief that they chose the right treatment. Active participation also seemed to buffer potential negative consequences of dialysis. Patients who felt convinced to initiate dialysis more often described treatment hardship, even when acknowledging longevity benefits. In the UK, patients in centers where conservative management pathways are more mature were more apt to avoid dialysis, maintaining their end-of-life values [4] .
Our study is not without limitations. Although we interviewed a diverse sample of older dialysis patients from Greater Boston, our study should be replicated to ensure generalizability. Patients may also experience recall bias when reflecting on past decisionmaking. With a mean dialysis time of 2 years, we may have selected a population of dialysis survivors who exceeded prognostic expectations. Because these patients have derived increased life expectancy from dialysis, they may be more satisfied with having initiated dialysis, potentially biasing the results of the study. Alternatively, these patients may have, after initial improved health, begun to decline, potentially affecting their responses. This is not supported by reasonably high serum albumin levels among participants. Currently, comprehensive conservative care for kidney failure is likely underutilized, particularly in the USA. Future studies should evaluate individuals with advanced Chronic Kidney Disease prospectively to evaluate the process of dialysis decision-making. Finally, we do not know whether these themes apply to patients who chose conservative care.
Our findings underscore that patients desire an opportunity to know about the implications of the choices that they face and to actively engage in the decision. Realizing that they may not have seen these choices clearly at the time was undoubtedly difficult for some, as was dissatisfaction with dialysis and its consequences for daily life. However, as evidenced by the advice offered to future patients, improving SDM and quality of care requires the patient's voice. Current patients remained optimistic about the potential for improving SDM and the potential for clinicians to engage patients and provide prognostic and quality of life information. Even with difficult choices between modalities, patients appreciated the opportunity to deliberate, learn more through discussion and educational resources and to engage in discussions with clinicians and loved ones.
C O N C L U S I O N S
Many older patients do not perceive dialysis as their choice, do not actively engage in decision-making and remain unaware of conservative management. However, patients who engaged in SDM perceived dialysis more positively. Future studies should explore ways to promote SDM and to respect patient preferences [28, 54, 55] . Our findings demonstrate the importance of SDM for patient autonomy in ensuring that patients are making informed decisions about their treatment. The findings also clarify that without SDM there is the potential for harm due to the greater potential for regret [13] , contradicting the bioethical principle of nonmaleficence [35] . Each author contributed important intellectual content during the manuscript drafting and accepts accountability for the overall work by ensuring that questions pertaining to the accuracy or integrity of any portion of the work are appropriately investigated and resolved. K.L. takes responsibility that this study has been reported honestly, accurately and transparently; that no important aspects of the study have been omitted; and that any discrepancies from the study as planned have been explained. Any remaining errors are our own.
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